Introduction
"The rhythm and meaning of human development eventually wend their way to late adulthood, when each of us stands alone at the heart of the earth and "suddenly it is evening". We shed the leaves of youth and are stripped by the winds of time down to the truth. We learn that life is lived forward but understood backward. We trace the connection between the end and the beginning of life and try to figure out what this whole show is about before it is over. Ultimately, we come to know that we are what survives of us." (Santrock, 2006) The care of the dying patient, like all medical care, should be guided by the values and preferences of the individual patient. Independence and dignity are central issues for many dying patients, particularly the elderly. Maintaining control and not being a burden can also be relevant concerns. (AGS, 2007) Many if these important principles/interventions are reviewed in throughout this overview of end of life care.
Definitions Related to End of Life Care
What is death? A common term for death is sometimes referred to as clinical death. Clinical death is defined as the cessation of breathing, circulation and brain activity. This begins at the moment of, for example, a cardiac arrest, and lasts for 3 to 7 minutes. It is during this time that a person can be resuscitated. In years past, this ceasing of breathing and one's heart beat, was considered "death", however as medical resuscitation efforts became more widely used and successful, death began to be defined by neurological means or "brain death". Brain death is defined as when
Page 4 of 28 ©2010 Ohio CEUS www.ohioceus.com electrical activity has ceased in both the higher (cortical) and lower (brain stem) areas of the brain. This usually occurs within a few minutes after clinical death and can be measured by an electroencephalogram (EEG). Santrock, 2006) What is Palliative Care vs. Hospice Care? Palliative care is generally care that is aimed at reducing the symptoms and providing relief from an illness. Although palliative care and hospice care share many similarities including their aim to provide comfort care, there are some areas that differ and they are outlined as follows:
1. Treatment -In hospice care, the individual receives comfort care for a life threatening illness and aggressive treatment aimed at curing the illness is not utilized. In palliative care, the individual may have a life threatening illness or just a chronic or major illness. The person may continue to receive aggressive treatment for their illness in addition to comfort care. 2. Place -Hospice care is most often given in the home with a home caregiver whereas palliative care is usually given in a hospital or nursing home. 3. Timing -Hospice care is generally given when a person is within 6 months of dying whereas palliative care is given at any stage of an illness. 4. Payment -Hospice care is usually paid for by Medicare and most of the cost is covered. Palliative care is generally covered by your medical insurance and is subject to co-pays and restrictions set forth in individual policies. As stated above, not all palliative care refers to end of life care. In contrast, all care given by hospice, is both end of life and palliative. (National Caregivers Library, 2009) The Hospice Movement In medieval times, "hospice" referred to a type of rest station for weary and hungry travelers. It evolved over the years into a rest station for the sick and dying. The first modern hospice was opened in 1969 in England. It utilized a model of palliative care to serve the terminally ill. Palliative care is most broadly defined as treatment that focuses on control of symptoms of a disease but is not aimed at treating the underlying condition. This care model was further defined by physician Dame Cicely Saunders of London in 1969 as having it's foundation on 5 tenants or principles as follows:
• Control of pain and other distressing symptoms • The provision of diagnostic honesty • 24 hour care, including a system of caregiver support
• Improving patient quality of life • Grief support to survivors This became the model upon which all hospice services were built. The first hospice in the United States opened its doors in 1971. Hospice care can be provided in a variety of settings. (Lewis, 2003) Medicare and Hospice Hospice services were added as a paid benefit to Medicare clients in 1983 as part of Part A services. Most hospice care in the U.S. is paid for by Medicare. Only 10% are paid for by other resources such as private insurances. The reason for this is that 80% of individuals who use hospice care are 65 or older. The majority of costs are covered by Medicare and therefore the patients/families themselves have little to no financial burden for the care. Eligibility for Medicare Benefits are as follows:
• Have Medicare Part A Coverage • Physician certification of life threatening illness where, without treatment, death is within 6 months • Patient election of hospice care versus routine medical care for the illness • Utilization of hospice organization approved by Medicare The services covered by Medicare include physician, nursing, occupational, speech and physical therapy, social services, medications for symptom and pain control, medical equipment and supplies and short term hospital and respite care. Medicare will not cover any treatment that is aimed at curing your illness. In addition they will not pay for any duplication of services, ie; any care form another health care provider that is the same care you are getting form your hospice provider. (Caring Connections) Hospice Statistics form 1998 to 2008 According to the Centers for Medicare and Medicaid Services, among the top 20 diagnoses that are cared for by hospice are the following:
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• Cancers (with lung cancer being the most common of the cancers) • Congestive Heart Failure and other Heart Disease • Chronic Kidney Disease
• Dementias (Alzheimer's and other related dementias) One of the major changes that has occurred in this area over the past 12 years has been the decrease in the number of cancer patients cared for by hospice and the increased in non-cancer patients under hospice care. Leading the non-cancer patients being cared for by hospice are those with a diagnosis of dementia. Other "diagnoses" that have increased markedly in the past few years are Debility, not otherwise specified (NOS) and Failure to Thrive.
The average length of stay for hospice patients has increased over the past 10-12 years form 48 days in 1998 to 71 days in 2008. In 2008, the "top twenty" diagnosis with the lowest length of stay was chronic kidney disease, 28 days, and the highest length of stay was Alzheimer's Disease and other degenerative diseases with 105 days. (Hospice Center, 2009) 
Dr. Kubler-Ross Stages of Dying
Dr. Elisabeth Kubler-Ross was a physician who, after being dismayed by hospitals treatment of the dying patient, began to study death and dying by interviewing individuals with terminal illnesses. It was from these interviews that her famous work on the stages of death and dying emerged. It was her goal to "encourage others not to shy away from the 'hopelessly sick' but to get closer to them, as they can help them much during their final hours." (Kubler-Ross, pg. 11) She identified the following emotional reactions to death as a means that many individuals experience as a way to cope with death.
Stage 1 -Denial and Isolation
The most common initial reaction to a terminal diagnosis is, "This cannot be true." Many feel that the diagnosis must be a mistake and it is not unusual for them to get second, third and even fourth opinions. People will sometimes refuse treatment during this stage. At times, they move in and out of denial, at one moment talking as if the end is near and at other times talking about plans for the future, no matter the improbability. Most individuals will eventually move through this stage, however, denial tends to re-emerge at various times during the terminal process as it is difficult for any individual to face death 24/7. It is very unusual for a person to remain in denial until their death, although it does occur.
Stage 2 -Anger
The second stage of dying is the anger stage. The anger may be either rational or irrational. The anger may be directed at God, at family, the medical community and caregivers, or even at themselves. A common reason for anger is the simple loss of control. This may be one of the few areas that an individual has ever had little to no control in. They may react angrily, for example, to being told what to do by others. They may be demanding and hard to manage. It may be that the person alienates and pushes others away temporarily. Caregivers need to be aware of this and not take the anger personally and not respond with their own anger. It is important to listen to the individual and even maybe to even accept the irrational anger as this may actually help the person to better deal and cope with their illness.
Stage 3 -Bargaining
The third stage of dying is referred to as bargaining. It is an attempt to put off the inevitable. When the anger has not worked to reverse the situation, some may begin to negotiate or make promises. The bargaining usually occurs in private with God and therefore, most often, the caregiver may be unaware exactly when the individual is in this stage.
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Stage 4 -Depression
The fourth stage of coping with dying is depression. It is in this stage that the person begins to accept that they are dying. This brings on a state of sadness. Depression is a normal state of being when one is losing and separating from those things and people that he /she loves. Trying to "cheer up" the person, is often a poor idea, as they need to mourn the loss, even the loss of themselves. It is a necessary step of "emotional preparation" for the dying individual as they begin to separate themselves from this life. It is a good idea to just spend time with them, even if it is just silent time, they will most likely appreciate your presence.
Stage 5 -Acceptance
Often, in this fifth stage of dying, the person appears happier and more at peace. They may become more matter of fact and begin to "put their affairs in order". During this stage they may want to write letters to children or even try to comfort the living with words of reassurance. (Kubler-Ross, 1969) It is important to note that not everyone will exhibit all of the above stages of dying. Some will move in and out of one stage or another, or even appear to get "stuck" in certain stages. The important idea to embrace is that although everyone reacts somewhat differently toward death, there are some common emotions that can be identified that are in and of themselves a means of coping with the end of life. Common attitudes of professional caregivers included,
Attitudes of the Dying Patient, Their Family and Caregivers
• Acknowledge that the current healthcare system is set up to reward productivity and not quality time spent with the dying patient • Often don't have the time to "attach" to the dying patient and address their psychosocial needs as well as physical needs • Often feel inadequate to do their job well • Are afraid that they are sometimes "too de-sensitized" to death and dying • Acknowledge that sometimes the medical "machinery" forges past patients wishes related to their own Common attitudes of family members after the death of a loved one include,
• Often saw the final days coming before the healthcare professional saw it • Was thankful for opportunities in the final days to say their goodbyes • Saw healthcare workers as sometimes prolonging the dying process by instituting routine medical procedures even when they were asked not to • Has a roller coaster of emotions from one day to the next • Sometimes becomes depressed, even to the point of wishing to also die • Can take offense at well intentioned words of condolence, and sometimes prefer just a simple, "I'm sorry" or a friend silently standing by their side as an acknowledgement of their pain and grief • Don't want family and friends to avoid talking about the deceased person • Sometimes benefit from a support group, but some people prefer to grieve alone • May have to learn new skills to take over tasks that the loved one used to do • Never really gets over the loss, but the loss does get easier (McSkimming, 1997) Being aware of the above attitudes can assist the health care worker in developing a comprehensive plan of care for the individual facing end of life.
World Health Organization -Approach to Palliative Care
The World Health Organization (WHO) describes their approach to palliative care with the 5 "A's": Assess, Advise, Agree, Assist and Arrange.
• Assess -It is important to assess both the patient's status and current symptoms as well as the family caregiver's knowledge and concerns.
• Advise -The healthcare worker becomes a teacher to both the patient and the family caregiver -teaching them the important skills they will need to manage symptoms and increase quality of life.
• Agree -Make sure that the patient and family caregiver are in agreement with whatever course of self management has been decided. In other words, do not impose care that they are not in agreement with.
• Assist -Assist them to get any supplies they may need for their care.
• Arrange -Arrange support for them in the community, if that is wanted, or by having a place to call if help is needed.
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In addition, the World Health Organization identifies other important aspects of managing palliative care as: management of pain, institution of preventative measures, and the management of key symptoms.
Management of Pain -It is important to assess the source and the type of pain. Pain can be assessed using the Faces Pain Scale or using a number rating system. Treatment of pain may be with medications and/or non-medical treatments. Common nonopioids utilized are aspirin and ibuprofen while opioids commonly used are codeine and morphine. There are some common side effects to opioids including constipation, nausea, drowsiness, twitching, itching and urinary retention. Additionally, it is important to teach family members how to administer pain medication on a routine basis (as opposed to waiting until the person begins to complain of pain). The ultimate goal is to manage the pain without the person becoming too lethargic or un-alert. Additional methods for pain control include massage, rocking, ice or heat, relaxation breathing, music, imagery and prayer.
Institution of Preventative Measures -Some areas that may require preventative care include oral care, prevention of bedsores, adequate bathing, prevention of stiffness and contraction. Below are some strategies to help prevent common problems in these areas: Oral Care
• Use a soft toothbrush to clean mouth with either baking soda or toothpaste • Rinse the mouth with salt water occasionally (especially after eating) 
What Happens in the Last Days/Hours of Life
It is important to understand and recognize the symptoms of what happens both physically and psychosocially when a person is nearing the very end of life. This is sometimes referred to as "active dying". In addition, there may be important ways that the caregiver can intervene during the process of active dying. Both of these are outlined in the following chart.
Dying Process Possible Interventions Nutrition:
• Durable power of attorney for health care involves choosing an individual that will make health care decisions for you in the event that you cannot make them for yourself. This is often a spouse or family member, but this is not imperative. (Savory, 2009) The legal definition for a power fo attorney over health care in the U.S is:
"A Health Care Power of Attorney (HCPOA) is a legal document that allows an individual to designate another person to make medical decisions for him or her when he or she cannot make decisions for himself or herself. "A patient with a DNR Comfort Care-Arrest Order (DNR-CC-ARR) will receive all the appropriate medical treatment, including resuscitation, until the patient has a cardiac arrest (heart has stopped beating) or pulmonary arrest (patient has stopped breathing), at which point only comfort care will be provided. Under a DNR Comfort Care Order (DNR-CC), a patient rejects other resuscitative measures, such as drugs to correct abnormal heart rhythms. A DNR-CC order is restricted to providing only comfort care or other requested treatment at a point even before the heart or breathing stops. Comfort care involves keeping the patient comfortable with pain medication and providing bereavement care." (US Legal, Inc., 2009) An Act was passed in Congress in 1990, called the Patient Self Determination Act with the intent being to better educate individuals on the role and purpose of advance directives. Unfortunately, there is still much confusion regarding the implications of the 3 advanced directives named above. Reports show that only 10-30% of people actually put advance directives into place and even less than that have it appropriately documented. For this reason, it is important for the health care provider to help their patients navigate this area of end of life care. (Savory, 2009) Euthanasia and physician assisted suicide are also hotly debated ethical topics. In the United States, what is sometimes termed "passive euthanasia" is commonly practiced, but "active euthanasia" (assisted suicide) is hotly debated. The terms are legally defined as follows:
"Euthanasia is the act of mericifully and painlessly ending a person or animal's life. It may involve withdrawal of life support systems or extraordinary medical care, rather than an affirmative action. In the U.S., committing suicide or attempting to commit suicide is no longer a criminal offense. However, helping another person commit suicide is almost always a criminal act. Living wills and Do Not Resuscitate orders are legal instruments that make a patient's treatment decisions known ahead of time; allowing a patient to die based on such decisions is never considered euthanasia." (US Legal, Inc., 2009) "Physician assisted suicide is the voluntary termination of one's own life by taking lethal medication with the direct or indirect assistance of a physician. Physicianassisted suicide is also referred to as active euthanasia. It differs from withholding or discontinuing medical treatment in circumstances that will result in death. Another ethical issue surrounding end of life care is the amount of resources that should be spent in order to sustain or prolong life. The utilization of resources when the outcome is predictably poor, may be ill advised. On the other hand, withholding life sustaining treatments when a person has what is defined as a "terminal illness", must also be measured in terms of quality and length of remaining life, ie; we cannot uniformly take a passive approach to care. (Savory, 2009) 
Summary
In summary, because death is something that we all must face, providing supportive care at the end of life is an issue that should be of interest to all. It is of particular interest to the elderly population and for this reason the American Geriatrics Society has issued a position paper that addresses patient care, health care delivery, as well as education and research of how we provide care to the dying individual. We will finish this course on end of life care with those positions and rationale which summarize many of the ideas presented in this course: The care of the dying patient, like all medical care, should be guided by the values and preferences of the individual patient. Independence and dignity are central issues for many dying patients, particularly in the elderly. Maintaining control and not being a burden can also be relevant concerns. Rationale Optimal medical care of all patients, not just those who are dying, rests on frank and sensitive communication between patients and physicians. For dying patients, this ordinarily entails recognition and discussion of the facts surrounding prognosis and the likely course with a palliative plan of care. The conversations throughout must continue to elicit and respond to the patient's needs. Physicians sometimes face the challenge of being asked to respect patients choices which may maximize the quality of life and independence at the expense of optimal safety. This tension requires particular thoughtfulness and sensitivity to each patient's needs and values. When the patient loses decision-making capacity, care should be guided by previous conversations as well as by written advance directives, if available. Decisions made by surrogates should be guided by the patient's known and previously expressed wishes.
Position 2
Palliative care of dying patients is an interdisciplinary undertaking that attends to the needs of both patient and family. Rationale In caring for dying patients, physicians must themselves develop a broad array of knowledge and skills and an attentiveness to comprehensive care. In addition, whether or not the patient is enrolled in a formal hospice program, physicians most often should function as members of a team. The team may include nurses, social workers, home health aides, physical therapists, personal caregivers, chaplains, volunteers, and the patient's family. Each team member contributes the special knowledge and skills of his or her discipline to help meet the needs of dying patients. Together, team members provide care for the patient and assist the family in coping with the patient's dying and death. Family members (with "family" defined by the individual patient) usually play a critical role in both providing care for dying patients and in making decisions for dying patients who have lost decision-making capacity. Providing support for the patient's family, including a period after the patient dies, is an important aspect of the care of dying patients.
Position 3
Care for dying patients should focus on the relief of symptoms, not limited to pain, and should use both pharmacologic and nonpharmacologic means. Rationale Pain, anxiety, depression, dyspnea, constipation, and other symptoms can all be significantly ameliorated, if not eliminated, in the vast majority of dying patients. Symptoms should be treated as vigorously as is appropriate to the patient's situation and preferences to maximize comfort, even if the unintended effect of these efforts is, on rare occasions, the hastening of death.
HEALTH CARE DELIVERY ISSUES

Position 4
Dying patients should be guaranteed palliative care as part of any health care coverage, without care being conditioned on the financial status of the patient. Reimbursement and administrative arrangements should encourage continuity across sites and time, so that commitments to patients can be honored regardless of point of care. Rationale Palliative care is often provided most appropriately in the patient's own home, a setting where reimbursement is inadequate under many existing insurance plans. Dying patients should be able to receive palliative care in the home, the hospital, and the nursing home, depending on the needs and preferences of the patient, without a disruption in the continuity of the patient's care. Patients and families are presently faced with major financial obstacles to choosing palliative care, while payment for continued highly technological, acute care (e.g., dialysis, ventilator care, etc.) is readily available. Physician reimbursement should also be modified to promote palliative care. Like other forms of primary care, palliative care is time-consuming, does not involve highly reimbursed procedures, and requires substantial counseling of patients and families.
Position 5
Administrative, regulatory, and reimbursement structures often serve as barriers to palliative care and should be reshaped.
Rationale
Current arrangements for care make it difficult to provide symptom management, continuity, or advance planning. Indeed, current reimbursement structures make it financially problematic to gain a reputation for excellent care of the very sick, except perhaps in hospice. Conventional fee-for-service payments make sustaining team care over time very difficult, and managed care in Medicare pays no more for very sick persons than for healthy ones. Requirements regarding availability of family and a home for care giving regularly prevent some patients from receiving palliative care through hospices. Uncertain or unavailable estimates of prognosis also may serve inappropriately to exclude patients from hospice care. Many laws and regulations made for other purposes end up making good palliative care difficult. For example, regulations intended to promote adequate nutrition for nursing home residents can cause great hardship for dying nursing home residents. Laws intended to make it more difficult to divert narcotics into abuse can also make it very difficult to ensure adequate supplies for persons who need pain relief. Laws and regulations like these should be rewritten or revised. In addition, laws and regulations could place responsibility for good service upon specified service providers. At present, most shortcomings in care are unnoticed and never addressed. Care systems should be judged on the basis of performance with regard to issues like pain management, advance planning, and continuity. This information should be available to patients and families as well as professionals, and it may well be appropriate to mandate data collection and suitable corrective action for the shortcomings that are identified.
EDUCATION ISSUES
Position 6
Physicians and other health care professionals, at all levels of training should receive in-depth, insightful, and culturally sensitive instruction in the optimal care of dying patients. Rationale More attention has been paid in recent years to improving education in the care of dying patients. This instruction can still be expanded and targeted to reach a broader audience. Health care professionals, in training and in practice, need adequate knowledge of symptom management (especially pain control and adequate use of opioid analgesics), ethical issues relevant for end-of-life care, and use of multi-disciplinary teams. They ought to have adequate training in communication skills necessary for delivering bad news, discussing advance directives, and exploring patient wishes and goals. They should know their own attitudes towards and reactions to death and care of the dying, and have a personal process for grief over the loss of patients cared for. Instruction in the physician's role during the dying process and in guiding the family through bereavement are necessary. The importance of knowledge about the care of dying patients should be reinforced by evaluating it on board exams and other specialty certification exams.
Position 7
The public, including our patients and our colleagues, needs to be educated regarding the availability of palliative care as an important and desirable option for dying patients. The AGS (American Geriatrics Society) should be active in this education. Rationale It is the position of AGS that this kind of educational effort would benefit many by dispelling the notion that the only options available to dying patients are continued futile therapy in a medical setting or turning to assisted suicide or euthanasia (see related position paper).
RESEARCH ISSUES
Position 8
Adequate funding for research on the optimal care of dying patients is essential to improving end of life care. Rationale Much of the information base needed to inform patients and physicians regarding optimal care of dying patients does not yet exist. Studies documenting the outcomes of various models of care delivery, medications, and treatment settings, focused on the experience of the dying patient and significant others, should take place. Although traditional biomedical research on symptom relief is needed, much of what is already known about symptom relief is not implemented effectively because of professional ethical concerns about aggressive symptom management and institutional barriers to the provision of palliative care. Research to identify these barriers and to evaluate educational approaches and interventions to promote palliative care, is needed." (American Geriatrics Society, 2007) 
